A successful structure for the care of adults with cystic fibrosis must be devised within the framework of the current NHS reforms. By the year 2000 there will be over 3000 adults with the disease -equal to the number of paediatric patients; thereafter there will be more adult than paediatric patients because of the longer survival which it has been predicted will extend into the fourth decade,' and the reduction in the birth rate.
Respiratory physicians need to develop this area of growth in their specialty. Over the next decade all respiratory physicians will, of necessity, acquire practical experience of cystic fibrosis -either during training or as consultants -because of the increasing size of the adult population with the disease. This will test the clinical and personal skills of carers where the end point will remain death of a young adult from pulmonary sepsis. Addition However, it is pointless to develop specialist care in a region if flows to such centres of expertise across district boundaries are inhibited both by competition and limited finance. In each health region the recent NHS reforms have devolved responsibility for the purchasing of care to multiple purchasers including consortia, individual district health authorities, and general practitioner fundholders. Specialist services with high costs and low patient numbers do not fit easily into block contracting. Equally, lack of information does not help multiple purchasers in reaching an informed decision as to the value and quality of the care they are contracting to buy.
It was against the background of the purchaser/provider system that the government commissioned the Clinical Standards Advisory Group (CSAG) to report on access to and availability of specialist services.5 Specific reports were produced on cystic fibrosis, neonatal intensive care, childhood leukaemia, and coronary artery bypass grafting. With regard to cystic fibrosis, it was recommended that centres should coordinate therapeutic developments such as gene therapy (from which patients would be excluded if they did not attend a centre), improve information systems, and that district health authorities should develop consortia to purchase defined specialist care supplemented by shared care arrangements. The government response recognised that a more sophisticated and flexible contracting process was required for the purchasing of such specialist services than the case-insensitive block contracts. An essential purpose of establishing an improved contracting process would be to provide stability for specialist units. The current annual cost of running an adult cystic fibrosis unit of 150 patients can be calculated according to disease severity at approximately £15 million.6 Each year this funding must be realised from multiple purchasers within a health region. Purchasers may be unwilling to buy this care, or perhaps will run out of money towards the end of the financial year, as has happened with general surgery. If this occurred cystic fibrosis centres would be financially destabilised, unable to expand, or to accept new referrals.
There are two remedies to this threat. Firstly, as the article by Walters et al in this issue of Thorax emphasises, adults with cystic fibrosis and parents of paediatric patients, as consumers, are well organised to tell purchasers that a significant component of their care should be received in a cystic fibrosis centre. Secondly, the NHS Management Executive (NHSME) has just published a report7 in which some of the key issues addressed include: (a) the need for purchasers to be informed about the nature and development of the service; (b) the importance of the contracting process being long term rather than annual; (c) the importance of the provider dealing with a lead purchaser, who would monitor quality standards and activity, rather than a multiplicity of purchasers; and (d) the need for mechanisms which would allow for pump-priming of innovations and new technology within contracts. More is discussed, but it remains to be seen whether a practical guide can become useful practice.
In order to practise specialty medicine respiratory physicians will have to continually adapt, evolve, and forward plan the structure of their units in tandem with NHS changes, accepted standards of care, and the wishes of the patients whose knowledge of high quality care is ever expanding. Additionally, politicians and health managers will have to take into account the wishes of informed patients.
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